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Abstract

BACKGROUND: Post Diagnostic Support (PDS) after a
diagnosis of dementia is a Scottish Government commitment.
However, people living in care homes face barriers accessing
existing PDS services.

OBJECTIVES: To map where post diagnostic support (PDS)
is available to people living in care homes and establish
professional perspectives on service provision.

DESIGN: A targeted online national survey was undertaken,
including fixed response questions and free-text.
PARTICIPANTS: Healthcare professionals who refer people for
PDS and those who provide PDS services across Scotland.
RESULTS: Over a ten-week period, 62 complete responses
were received, 54.8% from PDS providers. Only eight (26.7%)
geographical areas provide PDS to people living in care homes.
Dementia is under-diagnosed and lack of support contributes
toward this diagnostic gap. Current contracts for PDS delivery
often explicitly exclude providing support for care homes. PDS
requires adaptation for the care home population including to
account for disease stage.

CONCLUSIONS: People living in care homes face inequitable
access to PDS and wider dementia supports, with significant
geographical differences in availability of statutory and
voluntary services. There is a need for collaborative co-design to
develop and evaluate tailored PDS to help close the diagnostic

gap-
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Introduction

people with dementia is an international priority

(1, 2). Despite this more than a third of those living
with dementia do not have a diagnosis (3). One aspect
which can influence diagnosis is the availability of
support (4). Tailored support after being diagnosed with
dementia, commonly known as post diagnostic support
(PDS) (5), is recognised to be helpful for people affected
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by dementia (6-8). PDS is an area of unmet need globally

).

Scotland has had a model for PDS provision for more
than a decade, using the Alzheimer Scotland Five Pillar
Model (10). There is a Scottish Government commitment
guaranteeing access to a year of PDS for everyone
diagnosed with dementia, with an accompanying
national target (11). However, despite this, not everyone
who is diagnosed is currently able to access PDS,
particularly people living in care homes.

Widening access to PDS has been identified as an
important area for developing research to inform
practice in policy documents. This includes the most
recent National Dementia Strategy (12), the Healthcare
Framework for Care Homes (13) and the updated Scottish
Intercollegiate Guideline Network (SIGN) dementia
guidelines (14, 15). There is also growing recognition that
PDS is not a one-off event delivered after diagnosis, but
that there is a need for tailored support throughout the
dementia journey (15, 16). Recent research undertaken
in England (17) has evaluated Primary Care led PDS,
although this work recruited those living elsewhere in the
community, excluding those in care homes.

To gather a more informed picture of current practice
and variation, we conducted a survey of Community
Mental Health Teams, voluntary sector providers of PDS,
and clinicians who refer to these services to explore PDS
provision for people living in care homes across Scotland.

The aims of this survey were to:

(1) Enable mapping of where PDS services are available
to people living in care homes and what PDS service is
provided

(2) Describe other NHS (National Health Service) or
third-sector services available to support people
living in care homes who have symptoms related to
dementia

(3) Establish professional perspectives on current service
provision
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Methods

Design

A short online survey was developed and shared with
NHS and voluntary/third sector staff (working for the
national dementia charity, Alzheimer Scotland) referring
for and providing post-diagnostic support services.
Findings have been reported using the Checklist for
Reporting Results of Internet E-Surveys (CHERRIES) (18).

Study setting & population

‘Care home’ is the inclusive term used in Scotland to
describe 24-hour residential care facilities in which adults
live and receive care and support, including services
with and without on-site registered nurses (19). Most care
home residents are older adults with complex health and
care needs (20). This survey focused on access for people
living in care homes to PDS services.

Approval and consent process

Ethical approval was provided by the University of
Glasgow College of Medical, Veterinary and Life Sciences
Ethics Committee (Project: 200240316). All participants
had access to participant information, privacy notice, and
consent form documents embedded through the Qualtrics
platform (https://qualtrics.com). Confirmation of
individual informed consent was requested by providing
the participant’s name. A Data Protection Privacy
Impact Assessment was undertaken to ensure adequate
assessment and mitigation of risk around personal data
collection and storage. Only the lead researcher had
access to identifiable data.

Development and pre-testing

A draft survey was developed by the lead researcher
and shared with the team involving clinical and research
expertise in geriatric medicine and old age psychiatry.
The draft was also shared with the HIS Focus on
Dementia team for advice and input, as organisational
interest-holders who have undertaken prior research
into PDS access. Questions were refined and improved
in response to feedback and additional clarity provided
on confidentiality in responses. Once online, the survey
was shared with clinical colleagues to test completion and
utility of the platform. No additional adjustments were
made before wider dissemination.

Recruitment process

The aim was to invite both those who refer for PDS
support for people living in care homes (e.g. old age
psychiatry teams, older adult clinicians) and those who
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provide PDS (e.g. Community Mental Health Teams,
Alzheimer Scotland Link Workers) to participate.
Dissemination involved existing professional networks
within the research team and were enhanced by support
from the HIS PDS Leads group, Alzheimer Scotland, the
Royal College of Psychiatrists in Scotland and British
Geriatrics Society Scotland networks. Individuals were
contacted individually and encouraged to share with
relevant colleagues and through professional mailing
lists from trusted contacts. A short survey invitation
(Appendix 1) was shared by email to provide context,
including the link to access study documents and
participate. Individuals were asked to confirm consent
using their name and role. These variables were not used
in the formal analysis to protect participant privacy but
enabled establishing the eligibility of all respondents to
participate.

A follow-up reminder email was sent by organisational
contacts or the lead researcher highlighting the study
end date. No links were shared on public websites or
platforms including social media, to reduce the risk
of responses from those not directly employed in the
provision of or referral for dementia PDS in Scotland.

Survey administration

The survey was suitable for desktop, mobile, or tablet
completion. Questions appeared over three pages, with
a progress bar at the top. Respondents could move
backwards to review earlier answers if wished. Questions
were displayed in a consistent order for all participants.
The number of questions per page varied between one
and four. Questions included a mixture of fixed response
questions for key characteristics and additional prompts
and free text response boxes to explore professional
perspectives and experiences. Data items collected
included:

* Role in post diagnostic support delivery (multiple
choice)

Employing organisation (multiple choice)

Health and Social Care Partnership (HSCP) areas
covered by service (multiple choice)

Is dementia post diagnostic support available to people
living in care homes in your area? (yes/no with free-
text boxes to respond further)

What NHS or third-sector services are available in your
area to support people living in care homes who have
symptoms related to dementia? (with free text boxes to
provide further description)

Do you have any comments or reflections on dementia
post diagnostic support provision for people living in
care homes in Scotland? (free-text response)

Does your service have written information/resources
which are given to people living in care homes or
their family or professional carers? (including request
for contact details to share copies of these resources if
available)
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Table 1. Summarising the characteristics of respondents

Role
Direct provider of post-diagnostic support
Referral to another service to enable post-diagnostic support

Both provider and referrer

Organisation
Alzheimer Scotland
Community Mental Health Team

Health and Social Care Partnership

NHS Scotland Health board
Other — Scottish University
Health and Social Care Partnership Area*
Aberdeen City

Aberdeenshire

Angus

Argyll and Bute
Clackmannanshire and Stirling
Dumfries and Galloway
Dundee City

East Ayrshire

East Dunbartonshire

East Lothian

East Renfrewshire

Edinburgh City

Falkirk

Fife

Glasgow City

Highland

Community Mental Health Team & Health and Social Care Partnership

Health and Social Care Partnership & NHS Scotland Health board

30 (48.4%)
26 (41.9%)
4(6.4%)
2(3.2%)

Other - direct involvement in care home healthcare provision/oversight

17 (27.4%)
9 (14.5%)
2 (3.2%)
5 (8.1%)
1(1.6%)

27 (43.5%)
1(1.6%)

4 Inverclyde 2
6  Midlothian 1
2  Moray 2
2 Na h-Eileanan Siar (Western Isles) 1
0  North Ayrshire 1
2 North Lanarkshire 4
4 Orkney 1
2 Perth & Kinross 4
2 Renfrewshire 4
3  Scottish Borders 0
5  Shetland 1
7 South Ayrshire 2
1  South Lanarkshire 11
2 West Dunbartonshire 3
11  West Lothian

5

Footnotes: * 13 participants worked in services in >1 HSCP area

A copy of the full survey questions is included in
Appendix 2.

Free-text responses were extracted and analysed
looking for shared concepts and diverging views from
contributors. These were grouped together to summarise
key areas raised by participants which should influence
service development.

Results
Response rates

The survey was online and accessible for completion
over a ten-week period from 11 June to 20 August 2025.
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In total, 80 responses were received. Three of these were
entirely blank and one response did not fulfil the criteria
for informed consent confirmation, resulting in four
responses (5.0%) being removed for incompleteness. It is
difficult to accurately estimate the size of the population
receiving the survey invitation, based on multiple routes
of dissemination and professional sharing.

Of the remaining 76 valid responses, 14 responses
(18.4%) only included the first page of the questionnaire
(role, organisation and HSCP area) without providing
responses on the core questions around provision of
PDS services for people living in care homes. Therefore,
the complete sample for study inclusion is 62 responses.
These participants took an average of 16 minutes to
complete the survey (range: 3 to 157 minutes). Summary
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Table 2. Areas providing PDS for people living in care homes and the service provided

HSCP name

Aberdeen City

Aberdeenshire
Angus

Dundee City

Falkirk
Na h-Eileanan Siar (Western Isles)

Perth & Kinross

Renfrewshire

Who is involved in delivery?

Community Link Worker (or if
Young Onset) the young onset
PDS worker

Community Mental Health Nurses

Link worker from PDS team. May
involve dementia liaison team

Specialist team involving link
workers, an Occupational
Therapist, social work and Mental
Health Nurses

NHS Care Home Team
Dementia Specialist Nurse

Community Mental Health Nurses
and Care Home Liaison Nurses

Community Psychiatric Nurse and

How is it delivered?

For family members and resident
(if appropriate)

Case-by-case basis based on need
and capacity /demand

Eight pillar model offered to
residents

Support offered to family
members and resident (if
appropriate)

Not known by respondent
Five pillar model

For care home staff, families and
resident (if appropriate)

Not known by respondent

How does it compare to PDS for
those living elsewhere in the
community?

Not known by respondent

Not known by respondent

Model for more advanced stage
of illness

Adapted based on situation of
resident, often more advanced
disease

Not known by respondent
Covered as if living in own home

More limited than for those
elsewhere in the community

Not known by respondent

Liaison services

characteristics for the 76 participants are provided in
Appendix 3.

Sample characteristics

Those providing PDS services accounted for the
largest group of responses (48.4%) followed by 41.9%
referring for PDS services, 6.4% from individuals fulfilling
both roles and 3.2% providing care home support
(Table 1). The largest number of responses came from
individuals employed by NHS Scotland health boards
(43.5%) followed by those employed by Alzheimer
Scotland (27.4%) and those in Community Mental Health
Teams (14.5%) with other employment arrangements
summarised in Table 1.

Responses were received from individuals working
across 30 of the 32 HSCP areas. No completed responses
were received from Clackmannanshire & Stirling and
Scottish Borders HSCPs. There were between one
and eleven responses received per HSCP (mean three
responses). Thirteen respondents worked in services
covering more than one HSCP area.

Findings

Aim 1: Mapping where PDS services are available
and what service is provided

Most (n=41, 66.1%) responded that PDS was not
available for individual living in care homes in their
areas. A further four responses (6.5%) were uncertain.
Of the remainder, ten (16.1%) clearly described PDS
provision for people in care homes and a further six
responses (9.7%) indicated provision was available but

described selective access or uncertainties in delivery.
One respondent (who refers for PDS) indicated provision
was available, but this contradicted professionals directly
involved in PDS delivery in those HSCPs.

The eight HSCP areas where care home PDS is
provided were: Aberdeen City, Aberdeenshire, Angus,
Dundee City, Falkirk, Na h-Eileanan Siar, Perth & Kinross,
and Renfrewshire. Based on the 30 HSCPs with data
included in the survey, 26.7% of HSCP areas provide
PDS for people living in care homes. Details on the PDS
provided in each area are summarised in Table 2. Varying
approaches to support were described: either through
use of the Alzheimer Scotland Eight Pillar or Advanced
Practice model, (21) with delivery being through local
care home teams (rather than community link workers),
or where support is provided primarily to family
members.

Aim 2: Describe other NHS or third-sector services
available to support people living in care homes
who have symptoms related to dementia and what
services are needed

Fifty-six respondents shared a summary of local
services which are summarised in Table 3. Twenty-
nine respondents shared the services which they felt
would be helpful. These included: care home liaison
team (Edinburgh City), dementia specialist nurses,
access to older adult CMHT services, access to Alzheimer
Scotland services, support for care home staff (including
access to training), support and education for family
carers, services delivering the Eight Pillar model/other
Advanced Practice models, coordination including
involvement of social work, Dementia Friends or
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Table 3. Existing NHS and Third Sector Services available to support people in care homes

Commonly available services included:

e Alzheimer Scotland (including carer support services)
e Care home liaison nurses/multidisciplinary teams

e Community mental health teams

e Community psychiatric nurses

More limited / specialist services described included:

e Access to dementia nurse specialists (Angus/Glasgow City /Moray)
e Care home multidisciplinary meetings with GP and Geriatrician involvement (Aberdeen City / Aberdeenshire)
e Specific behavioural support teams for managing stress and distress (Edinburgh City /Fife /Highland / West Lothian)

Figure 1. Graphical summary of key themes in survey
responses about current PDS provision for people living
in care homes

Lack of access
to diagnosis

P

Care home

Applicability
to stage of

role |
illness

el Resource

constraints

based on
residence

advisors, and services providing advice and support for
General Practitioners.

Six respondents explicitly stated that developing and
providing PDS services for people living in care homes
was a gap in current service provision which they felt
needed to be closed.

In 45% of responses, participants indicated they had
written information or resources which are given to
people living in care homes or their family or professional
carers. These were largely those produced by Alzheimer
Scotland or Age Scotland and not care home-specific, but
some reported tailored information being available from
care home liaison teams.

Aim 3: Establish professional perspectives on current
service provision

Responses around current service provision broadly
covered five areas (Figure 1). Illustrative quotations are
presented for each to explore the current clinical practice
context and delivery of services.

20

(1) Lack of access to diagnosis

The underpinning problem of lack of access to a
dementia diagnosis is a challenge which proceeds the lack
of access to PDS:

“don’t feel post diagnostic support happens to those in care
homes as they do not seem to get a dementia diagnosis”

(2) Applicability of the existing model to stage
of illness

Responses indicated that those living in care homes
may be at a more advanced stage of dementia and thus
concerns were raised about their ability to engage with
the components of the Five Pillar model and even with
receiving the diagnosis itself. There was recognition of
the need to avoid causing distress and a role for family
members in gatekeeping professionals’ visits. However,
responses consistently highlighted the value in providing
support for caregivers:

“.... people with dementia living in care homes are diagnosed
at a later stage of their illness, and so are not as able to
engage with the support offered. Our work with care home
residents is predominantly by way of carer support”

Others highlighted the opportunity to provide support
for care home staff, as primary caregivers. Ultimately
many responses indicated that there was a need to
develop a specific model of support for this population
and their caregivers, rather than just increasing delivery
of a community-focused model.

(3) Resource constraints

The current practice context of long waiting lists,
lack of financial resources, and local commissioning
arrangements provided an explanation for the lack of
access, with specific contract exceptions often in place
excluding those living in care homes. Some respondents
considered PDS was thus a scarce resource and argued
that those living elsewhere in the community should be
prioritised:
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“There are often delays accessing PDS and I would prioritise
those patients that are earlier in the course of their illness”
“overall, given the current financial situation I suspect this
would not be the best use of funds”

Some also noted a sense of futility contributing to
decisions about providing lesser formal support within
the care home population, with a need to be persuaded of
the contribution it would make.

(4) Inequality based on residence

Many of those contributing felt the current service
provision resulted in inequalities which were unjustified
and inconsistent with national policy commitments:

“People in care homes should not be excluded from receiving

PDS just because they are not living in the community”

Not providing this support was felt to represent a
missed opportunity, again particularly for caregivers:

“...patients and families (particularly families) are entitled

to this support as per the Scottish Government. It can make
a big difference to family’s ability to support their relatives”

(5) Care home role

Some respondents felt there was no need for PDS to
be provided to care home residents as individuals’ needs
should be met by care home staff:

“in the care home setting all needs are already met in respect
of health and socially”

Others felt that care home staff could be responsible
for providing PDS to residents, provided they were given
additional support:

“Expertise regarding dementia could sit within a care home
and a similar model of support to PDS could be provided
in some form to residents. I feel staff should be empowered,
given time and trained to provide this support”

Key challenges specific to those in care homes
including managing deteriorating health and future care
planning were identified as areas where a care home
specific approach could be beneficial.

Discussion

Findings in context

This survey quantifies the inequitable access faced
by people living in care homes to PDS and wider
dementia support services. It highlights significant
regional variation in access and provision and the
impact of funding and commissioning decisions at local
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and national levels. There is also uncertainty among
practitioners referring for PDS support around what is
available and how/who provides this. Where PDS is
being delivered in care homes, it is being adapted from
the usual approach taken for those living in elsewhere
in the community, with a greater emphasis on more
advanced illness and engagement and support of family
caregivers.

However, for the vast majority of people living in
care homes in Scotland, there is no access to dementia
PDS. This is despite recognition that dementia is the
commonest cause of death among people living in care
homes (22) and nearly two-thirds of people dying from
dementia in Scotland do so in care homes (23). Projections
highlight a growing need for care homes to support
those living with and dying from dementia (24). Thus,
providing adequate support for those living in care
homes and those who care for them, professionally and
personally, deserves greater priority.

Prior research undertaken by Healthcare Improvement
Scotland (HIS) identified variation around PDS provision
including whether support is available to people living
in care homes (25). This work is limited by incomplete
responses, so summary data are not provided by Health
and Social Care Partnership (HSCP) area (25). PDS access
has also been recognised as difficult among those living in
remote and rural areas across Scotland (26).

It has been estimated that a third of people living with
dementia in care homes do not have a diagnosis (27, 28).
Lack of access to appropriate PDS may contribute to the
lack of incentive to address the diagnostic gap. This issue
is recognised across the UK, with recent development
of an approach to enable a pragmatic approach to
assessment and diagnosis, attuned to the care home
setting (29, 30). This has not yet been applied or tested in
Scotland.

The existing Five Pillar Model provided in the
community in Scotland is designed to help improve
understanding of the condition and manage symptoms,
support community connections, provide peer support,
and assist planning for future decision-making and care
(10). The reflection of practitioners that such existing PDS
may not be suited to delivery for people living in care
homes aligns with wider engagement undertaken with
care home staff, who felt the process required adaptation
to involve both family carers and care home staff in order
that PDS has a meaningful impact on the individuals’ care
plan and support.

Care homes play a critical role in supporting people
with dementia (31). However, for them to be responsible
for providing PDS would require dedicated resources
and collaboration with NHS services to ensure consistent
delivery across a diverse sector and to avoid perpetuating
existing inequalities (32).
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Strengths and limitations

This short survey had good engagement from the
professionals involved in referring for and providing
dementia PDS services. Although missing data
resulted in a smaller sample size (reduced by 18.4%),
those completing provided valuable and often detailed
professional insights.

The summary of services provided is based on
information reported by respondents and may be
incomplete based on local knowledge. However, as the
survey was promoted with HIS PDS Leads, any area with
a care home service had the opportunity to participate
and describe their service.

The largest numbers of HSCPs responses are from
Glasgow City and South Lanarkshire, which reflect
professional networks of the authors. Only two of
32 HSCP areas are unrepresented in the findings
(Clackmannanshire and Stirling and Scottish Borders).
However, all island HSCP areas are represented.

It is not possible to accurately estimate the
denominator due to multiple routes of survey
dissemination. We acknowledge that those participating
may be motivated by the topic and some responder
bias is possible. However, would also note the
candour of responses shared and reflections on service
commissioning, provision and access. Our aim was to
map the current service provision in Scotland and believe
the data largely achieve this within the limits of the
methodology.

Implications for practice and research

There is an independent evaluation ongoing at present
around Dementia PDS uptake and delivery (33), reflecting
a commitment made in the Dementia Strategy Delivery
Plan (34). This is likely to make recommendations around
improving PDS inclusion and we would anticipate
provision for people living in care homes to be identified
as a critical gap.

The variation in access to services reflects wider
concerns about equitable healthcare support (35,
36). Further work is needed on how best to meet the
healthcare needs of people living in care homes with
dementia.

Supported by this survey and building on initial
engagement with care home staff, care providers and
members of the public a programme of participatory
research is planned to develop and evaluate a model of
PDS for people living in care homes.
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